What a patient wants: A consumer perspective of kidney supportive care by Purtell, L. et al.
This is the author’s version of a work that was submitted/accepted for pub-
lication in the following source:
Purtell, L., Berquier, I., Douglas, C., Taylor, B., Heffernan, D., Hoy, W.,
Bonner, A., & Healy, H.
(2017)
What a patient wants: A consumer perspective of kidney supportive care.
In
53rd Annual Scientific Meeting Australian and New Zealand Society of
Nephrology (ANZSN ’17), 4-6 September 2017, Darwin, N.T.
This file was downloaded from: https://eprints.qut.edu.au/110676/
c© 2017 [Please consult the author]
Notice: Changes introduced as a result of publishing processes such as
copy-editing and formatting may not be reflected in this document. For a
definitive version of this work, please refer to the published source:
https://doi.org/10.1111/nep.13104
ANZSN abstract: General Nephrology – Health Services Research 
Conference theme: “Equity and Diversity” 
 
 
WHAT A PATIENT WANTS: A CONSUMER PERSPECTIVE OF KIDNEY 
SUPORTIVE CARE 
 
L PURTELL1,2,3, I BERQUIER2, C DOUGLAS4, B TAYLOR2, K KRAMER4, D 
HEFFERNAN2, W HOY3,5, A BONNER1,2,3, H HEALY2,3,6 
1 School of Nursing, Faculty of Health, Queensland University of Technology, Brisbane, QLD 
2 Kidney Health Service, Metro North Hospital and Health Service, Queensland Health 
3 NHMRC Chronic Kidney Disease Centre of Research Excellence, Brisbane, QLD 
4 Palliative and Supportive Care, Royal Brisbane and Women’s Hospital, Brisbane, QLD 
5 Centre for Chronic Disease, Faculty of Health, University of Queensland, Brisbane, QLD 
6 Kidney Research Laboratory, Queensland Institute of Medical Research 
 
 
Aim: To evaluate benefits patients and carers derive from a kidney supportive care (KSC) 
program, integrating renal and palliative medicine. 
 
Background: Patient and carer perspectives are vital for developing healthcare strategies that 
are equitable, accessible, effective and patient-centred. This is especially important in the 
context of end-stage kidney disease (ESKD), where treatment options can be extremely 
burdensome while, in many cases, providing little long-term benefit. KSC is emerging as an 
effective way to care for patients with ESKD—whether on dialysis or not—who need help with 
symptom management, advance care planning and/or complex decision-making around 
dialysis options.  
 
Methods: Patient and carer satisfaction with a new KSC program in the north of Brisbane and 
symptom scores were assessed using self-reported questionnaires. Place of death data were 
collected from medical records. To obtain detailed information about patient and carer 
perceptions of the program and their healthcare needs, semi-structured interviews based on 
the Consolidated Framework for Implementation Research were conducted with 10 patients 
and 5 carers receiving KSC. 
  
Results: KSC patients and carers were highly satisfied with the program (96% and 91% 
satisfaction, respectively). Reasons for this included feeling supported, having enough time for 
detailed discussions and the program’s focus on wellbeing rather than biochemical markers. 
Patients and carers reported that they valued receiving care that they perceived to be tailored 
to them and their circumstances. Overall symptom burden decreased in 69% of those who had 
attended >1 KSC visit. Among patients who died, 75% died in their preferred final place of care.  
 
Conclusions: Patients and carers receiving KSC derived benefits including improved symptom 
control and self-determination, and valued the quality of care they received. 
 
 
 
 
 
